Challenging behaviour and learning disabilities: summary of NICE guidance by Pilling, S. et al.
GUIDELINES
Challenging behaviour and learning disabilities:
summary of NICE guidance
Stephen Pilling director, professor12, Elena Marcus research assistant12, Craig Whittington associate
director, senior research associate 1 2, Glynis Murphy co-director, professor 3, On behalf of the
Guideline Development Group
1National Collaborating Centre for Mental Health, University College London, London WC1E 7HB, UK; 2Centre for Outcomes Research and
Effectiveness, University College London; 3Tizard Centre, University of Kent, Canterbury, UK
This is one of a series of BMJ summaries of new guidelines based on
the best available evidence; they highlight important recommendations
for clinical practice, especially where uncertainty or controversy exists.
It is relatively common for people with a learning disability to
develop behaviour that challenges. In educational, health, and
social care settings, prevalence rates of challenging behaviour
in people with learning disabilities vary from 10% to 15%,1 2
with rates peaking between the ages of 20 and 49 years. Rates
are higher in people with more severe disabilities and within
inpatient settings.1 Behaviour that challenges includes
aggression, self injury, stereotypic behaviour, and withdrawal,
which often result from the interaction of personal and
environmental factors. Such behaviour can have detrimental
consequences for the person, including lower quality of life,
restrictive practices, physical abuse, and out of area placements.1
This article summarises the most recent recommendations from
the National Institute for Health and Care Excellence (NICE)
on challenging behaviour and learning disabilities in adults,
children, and young people.3
Recommendations
NICE recommendations are based on systematic reviews of the
best available evidence and explicit consideration of cost
effectiveness. When minimal evidence is available,
recommendations are based on the Guideline Development
Group’s experience and opinion of what constitutes good
practice. Evidence levels for the recommendations are given in
italic in square brackets.
General principles of care
Working with people with a learning disability and
behaviour that challenges, and with their families
and carers
• When providing support and interventions:
-Take into account the severity of people’s learning
disability and their developmental stage, any
communication difficulties, and physical or mental health
problems
-Aim to provide support and interventions in the least
restrictive setting (such as the person’s home or in other
places where the person regularly spends time)
-Aim to prevent, reduce, or stop the development of future
episodes of behaviour that challenges
-Offer support and interventions respectfully and aim to
improve quality of life
-Ensure that the focus is on improving people’s support
and increasing their skills rather than changing people
-Ensure that people know whom to contact if they are
worried about care or interventions, including their right
to a second opinion
-Offer independent advocacy to the person and to family
members or carers. [Based on two existing systematic
reviews,4 5 patient expert advisory groups, and the
experience and opinion of the Guideline Development
Group (GDG).]
Team working
• If initial assessment and management have not been
effective, or the person has more complex needs, health
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• Include the person with learning disabilities and his or her family and carers in assessments and interventions
• Undertake functional assessments and implement behaviour support plans linked to these
• Provide the least restrictive behavioural, cognitive behavioural, and psychosocial interventions, as close to home as possible
• Reserve drugs as a treatment option for severe aggression or self injury, and only in combination with a behavioural, cognitive
behavioural, or psychosocial intervention
• Aim to increase quality of life as well as reducing behaviour that challenges
How patients were involved in the creation of this article
Three lay committee members with specific knowledge and experience of challenging behaviour in people with a learning disability contributed
to the formulation of the recommendations summarised in this article. People with learning disabilities and carers of people with learning
disabilities and behaviour that challenges took part in focus groups that informed the development of recommendations summarised in this
article.
and social care provider organisations should ensure that
teams providing care have prompt and coordinated access
to specialist assessment, support, and intervention services.
These services should provide advice, supervision, and
training from a range of staff to support any care or
intervention, including psychologists, psychiatrists,
behavioural analysts, nurses, social care staff, speech and
language therapists, educational staff, occupational
therapists, physicians, paediatricians, and pharmacists.
[Based on the experience and opinion of the GDG.]
Staff training, supervision, and support
• Health and social care provider organisations should ensure
that all staff working with people with a learning disability
and behaviour that challenges are trained to deliver
proactive strategies to reduce the risk of this behaviour,
including:
-Developing personalised daily activities
-Adapting a person’s environment and routine
-Helping the person develop an alternative behaviour to
achieve the same purpose by developing a new skill (for
example, improved communication or emotional
regulation)
-Involving people and their family members or carers in
planning support and interventions
-Using strategies designed to calm and divert people who
show early signs of distress
-Delivering reactive strategies. [Based on an existing
systematic review of non-randomised studies6 and the
experience and opinion of the GDG.]
Support and interventions for family members or
carers
• When providing support to family members or carers
(including siblings):
-Recognise the impact of living with or caring for a person
with a learning disability and behaviour that challenges
-Explain how to access family advocacy
-Consider family support and information groups if there
is a risk of behaviour that challenges or if it is emerging
-Consider formal support through disability specific support
groups for familymembers or carers and regular assessment
of the extent and severity of the behaviour that challenges
-Provide skills training and emotional support to help
family and carers take part in and support interventions.
[Based on very low to moderate quality evidence from
randomised controlled trials (RCTs) and the experience
and opinion of the GDG.]
Early identification of the emergence of initial
behaviour that challenges
• Everyone involved in caring for and supporting people
with a learning disability (including family members and
carers) should understand the risk of behaviour that
challenges and that it often develops gradually. Pay
attention to and record factors that may increase this risk,
including:
-Personal factors, such as:
A severe learning disability
Autism
Dementia
Communication difficulties (expressive and receptive)
Visual impairment (which may lead to increased self injury
and stereotypy)
Physical health problems
Variations with age (peaking in the teens and 20s).
-Environmental factors, such as:
Abusive or restrictive social environments
Environments with too little or too much sensory
stimulation and those with low engagement levels (for
example, little interaction with staff)
Developmentally inappropriate environments (for example,
a curriculum that makes too many demands on a child or
young person)
Environments where disrespectful social relationships and
poor communication are typical, or where staff do not have
the capacity or resources to respond to people’s needs
Changes to the person’s environment (for example, major
staff changes or a move to a new care setting).
[Based on very low to moderate quality evidence from
observational studies.]
Physical healthcare
• GPs should offer an annual physical health check to
children, young people, and adults with a learning disability
in all settings, using a standardised template (such as the
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Cardiff health check template).7 Undertake this with a
family member, carer, healthcare professional, or social
care practitioner who knows the person and include:
-A review of any known or emerging behaviour that
challenges and how it may be linked to any physical health
problems (such as hearing impairment or pain—for
example, toothache)
-A physical health review
-A review of all current health interventions, including
drugs and related side effects, adverse events, and drug
interactions and adherence
-An agreed and shared care plan for managing any physical
health problems (including pain). [Based on very low to
moderate quality evidence from RCTs and the experience
and opinion of the GDG.]
Assessment
The assessment process
• When assessing behaviour that challenges, ensure that:
-The person being assessed remains at the centre of concern
and is supported throughout the process, and that family
members and carers are fully involved
-All personal and environmental factors (past and current)
that may lead to behaviour that challenges are taken into
account
-Assessment is a flexible process, because factors that
trigger and maintain behaviour may change over time
-Assessments are reviewed after any serious change in
behaviour
-Assessments focus on the outcomes of reducing behaviour
that challenges and improving quality of life
-The resilience, resources, and skills of family members
and carers are taken into account
-The capacity, sustainability, and commitment of the staff
delivering the behaviour support plan are taken into
account. [Based on the experience and opinion of the
GDG.]
Risk assessment
• Assess and regularly review the following areas of risks
during any assessment of behaviour that challenges:
-Suicidal ideation, self harm (particularly in people with
depression), and self injury
-Harm to others
-Self neglect
-Breakdown of family or residential support
-Exploitation, abuse, or neglect by others
-Rapid escalation of the behaviour that challenges.
Ensure that the behaviour support plan includes risk
management. [Based on the experience and opinion of the
GDG.]
Functional assessment of behaviour
• Vary the complexity and intensity of the functional
assessment according to the complexity and intensity of
the behaviour that challenges, following a phased approach
as set out below:
-Gather pre-assessment data to help shape the focus and
level of the assessment
-For recent onset behaviour that challenges, consider brief
structured assessments such as the Functional Analysis
Screening Tool8 or Motivation Assessment Scale9 to
identify associations between the behaviour and what
triggers and reinforces it
-Take into account whether any important changes to the
person’s environment and physical or psychological health
are associated with the development or maintenance of
recent onset behaviour that challenges or marked changes
in patterns of existing behaviours
-Consider in-depth assessment involving interviews with
family members, carers, and others; direct observations;
structured record keeping; questionnaires; and reviews of
case records
-If a mental health problem might underlie behaviour that
challenges, consider initial screening using assessment
scales such as the Diagnostic Assessment Schedule for the
Severely Handicapped-II,10 Psychiatric Assessment
Schedule for Adults with a Developmental Disability,11 or
the Psychopathology Instrument for Mentally Retarded
Adults12 and seek expert opinion. [Based on low to
moderate quality psychometric evidence and the experience
and opinion of the GDG.]
Psychological and environmental
interventions
Early intervention for children and their parents
or carers
• Consider parent training programmes for parents or carers
of children with a learning disability who are aged under
12 years with emerging, or at risk of developing, behaviour
that challenges. [Based on very low to moderate quality
evidence from RCTs.]
Interventions for behaviour that challenges
• Consider personalised interventions that are based on
behavioural and cognitive behavioural principles and a
functional assessment of behaviour, are tailored to the range
of settings in which they spend time, and consist of:
-Clear targeted behaviours with agreed outcomes
-Assessment and modification of environmental factors
that could trigger or maintain the behaviour (for example,
altering task demands for avoidant behaviours)
-Addressing staff and family member or carer responses
to behaviour that challenges
-A clear schedule of reinforcement of desired behaviour
and the capacity to offer reinforcement promptly
-A specified timescale to meet intervention goals
(modifying intervention strategies that do not lead to
change within a specified time). [Based on very low to low
quality evidence fromRCTs and the experience and opinion
of the GDG.]
Drugs
• Consider antipsychotic drugs to manage behaviour that
challenges, only in combination with psychological or other
interventions, and only if:
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-Psychological or other interventions alone do not produce
change within an agreed time, or
-Treatment for any coexisting mental or physical health
problem has not led to a reduction in the behaviour, or
-The risk to the person or others is severe (for example,
because of aggression or self injury). [Based on very low
to low quality evidence from RCTs and the experience and
opinion of the GDG.]
Overcoming barriers
There are three major barriers to effective implementation of
this guideline. The first is the currently inadequate structure and
resourcing of services, including the specialist community
learning disability team. The capacity to deliver services is also
severely hindered by the lack of appropriate support close to
people’s homes. Limitations in staff competency and high
quality training present a third major barrier. Lack of training
can lead to poor recognition of the behaviour that challenges
and the underlying causes of that behaviour, as well as limited
skills and knowledge in implementing appropriate treatment
plans. Failure in these areas leads to over-reliance on drugs,
which for many people will have limited effectiveness and may
lead to serious side effects.13 14
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Further information on the guidance
The management of behaviour that challenges in health and social care organisations is currently a matter of national concern. The
Winterbourne View abuse scandal,15 where people with learning disabilities in a private hospital were systematically physically and
psychologically abused over a considerable period of time, provided an example of extraordinarily negligent care. Although concerns were
raised with regulatory bodies, the problem did not come to public attention until an undercover TV investigation was carried out. Overall this
event has highlighted serious inadequacies in the capacity of services to prevent or effectively respond to behaviours that challenge. This
guideline sets out a clear approach to assessing behaviour that challenges, with an emphasis on functional analysis. Training for parents
of younger children with a learning disability has emerged as a new intervention that may have a major role in preventing the development
of behaviour that challenges.16 17 The guideline also stresses the importance of annual physical health checks in primary care, and that
inadequately treated physical health problems often underlie behaviour that challenges.
Methods
This guideline was developed by the National Collaborating Centre for Mental Health according to the methods specified in the National
Institute for Health and Care Excellence (NICE) guideline manual 2012 (www.nice.org.uk/guidelinesmanual). The guideline review process
involved comprehensive and systematic literature searches to identify relevant evidence for the clinical and economic reviews. The limited
evidence base required the development and refinement of existing methods, including procedures for extrapolating from other datasets
and the incorporation and adaptation of recommendations from other NICE guidelines. For one review question, a formal consensus method
based on the modified nominal group technique was also adopted. The quality of the clinical evidence was appraised using methods specified
by the GRADE working group.18
The Guideline Development Group (GDG) comprised a multidisciplinary team of healthcare professionals from psychology, psychiatry,
pharmacology, occupational therapy, general practice, nursing, commissioning, social care, and speech and language therapy, as well as
carer representatives; all had specific knowledge or experience of behaviour that challenges in people with a learning disability. The GDG
reviewed the evidence and developed subsequent recommendations. The guideline then went through an external consultation with
stakeholders. The GDG considered the stakeholders’ comments, reanalysed data where necessary, andmodified the guideline as appropriate.
NICE has produced four different versions of the guideline: a full version; a short version; a version for the public (www.nice.org.uk/guidance/
NG11/InformationForPublic); and an easy to read version for children, young people, and adults with challenging behaviour and a learning
disability (www.nice.org.uk/guidance/NG11/EasyRead). All these versions, as well as a pathway, are available from the NICE website.
Further updates of the guideline will be produced as part of NICE’s guideline development programme.
Future research
• Can positive behaviour support provided to children under 5 years with a learning disability reduce the risk of developing behaviour
that challenges?
• For adults with a learning disability, are interventions based on the science and practice of applied behavioural analysis or antipsychotic
drugs, or a combination of these, effective in reducing the frequency and severity of behaviour that challenges?
• Does providing care where people live, compared with out of area placement, improve both the clinical and cost effectiveness of care?
• What factors (including service organisation and management, staff composition, training and supervision, and the content of care
and support) are associated with sustained high quality residential care?
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